The outbreak of Ebola virus disease in Guinea, Liberia, and Sierra Leone was the largest epidemic of Ebola ever recorded. The healthcare workforce was diminished and exhausted as the region emerged from civil war. Few qualitative, descriptive studies have been conducted to date that concentrate on the voices of Ebola survivors and their perceptions of health messages. In this study, we employed an interpretive, qualitative design to explore participant experiences. Twenty five survivors who had recovered from Ebola were recruited from three villages in Liberia and Sierra Leone in August 2015. Data were collected using semistructured interviews. Data analysis revealed four themes: (i) degrees of mistrust; (ii) messages conflicting with life and culture; (iii) seeing is believing; and (iv) recovery inspires hope. The findings were explored in the context of the relevant literature. The themes highlight the need to develop culturally-appropriate messages, underpinned by a sound understanding of the community and a willingness to work with the culture and trusted leaders.
| INTRODUCTION
During public health emergencies involving deadly, infectious diseases, behavioral and emotional responses of the community contribute significantly to disease perception, epidemic spread, and the effectiveness of preventative and control strategies (Jones & Salathe, 2009; Person, Sy, Holton, et al., 2004; Tognotti, 2013) .
Evidence regarding other infectious disease epidemics, such as HIV, demonstrates that strategically-designed communications strategies can be effective in changing attitudes, confidence, and behaviors (Storey et al., 2014) .
The outbreak of Ebola virus disease in Guinea, Liberia, and Sierra Leone was the largest epidemic of Ebola ever recorded (Aranda & Panos, 2015) . The healthcare workforce was diminished as the region emerged from civil war. Decades of political, economic, social, and cultural conflict resulted in a breakdown of health systems. This tension, together with a preference for local remedies, contributed to suspicion of the intentions of healthcare facilities operated by international agencies (Anoko, 2014; Aranda & Panos, 2015) . In Guinea in 2014, some Ebola response teams were prevented from accessing populations in need due to mistrust. This was a response to fear and suspicion of authorities. Community resistance was also thought to be due to community rejection of a dominant biomedical discourse and was an expression of a desire to be autonomous and to avert what communities perceived to be exogenous contamination (Anoko, 2014) . In Liberia, the president was thought by some local people to have obtained international donations by exaggerating the scale of the epidemic (Epstein, 2014) . In Sierra Leone, there were rumors about politically-motivated death squads administering lethal injections in treatment centers (Aranda & Panos, 2015) . A lack of infrastructure undermining communications was further complicated by the highly-mobile population, which was estimated to be seven times larger than the rest of the population (Aranda & Panos, 2015; OECD, 2006) . Communication and subsequent messages were entrenched in the consideration of local knowledge, circumstances, and regional culture (Anoko, 2014) . National and international partners need to remain mindful of messages they send to communities during an epidemic crisis, and of how communities can work with them toward solutions. Epidemic response teams will benefit from the perspective of the recipients of their health messages (Hall, Hall, & Chapman, 1995) .
Few studies have focused on the perspective of survivors treated during the 2014 West African Ebola epidemic. This study focused on the communication, reception, and interpretation of public health messages that survivors received from hospital staff, local officials, and international health organizations in Liberia and Sierra Leone. Participants were asked which messages were useful and which were not useful. They described how the messages influenced or failed to influence their behavior and actions. Understanding the experiences of Ebola survivors is critical to the development and improvement of epidemic response planning and care coordination.
An improved understanding of the community's experience might clarify the impact of communication by public health professionals during public health emergencies, and inform risk reduction, potentially improving communication and health messaging in future epidemics.
| Study aim
The aim of this study was to explore Ebola survivor's perceptions of health messages during the 2014 West African epidemic.
| METHODS

| Design
A descriptive, exploratory, qualitative study was conducted with semistructured group interviews to collect data for thematic analysis.
This was part of a larger study in which the data were collected for internal evaluation by Médecins Sans Frontières (MSF) (Doctors Without Borders, Belgium) (Allie et al., 2016).
| Study setting
The study was conducted in three villages; two in Bo district, Sierra Leone, which is a rural setting, and one in Monrovia, Liberia, which is an urban setting. The settings for data collection were survivors' homes, community centers, and abandoned health centers.
| Participants and recruitment
The study was supported by Ebola treatment center (ETC) clinic staff, village chiefs, and local authorities. The sampling strategy involved identifying willing participants who met the inclusion criteria, and who were interested in participating (Taylor, 2013 , in Taylor & Francis, 2013 . Recruitment to the group was via an advertisement in the villages that had populations of less than 400 people. Participants were individuals or community members, and there was one self-established support group that met for psychosocial support. Participants were recruited by MSF staff and participated voluntarily. They were not reimbursed for their time; however, drinks and snacks were provided during data collection.
The inclusion criteria were as follows: (i) aged 18 years or older; (ii) had contracted Ebola, become sick, and survived between March 2014 and March 2015; (iii) were treated in an ETC; and (iv) willing to provide a voluntary account of their experiences. Convenience sampling was used, and group 1 included six participants from Sierra Leone, group 2 included 12 participants from Sierra Leone, and group 3 included seven participants from Liberia, which resulted in a total sample of 25 participants. All responders were welcomed; no one was turned away. The group of 25 represents all who were available, interested, and met the inclusion criteria.
| Data collection
In this setting, a strong, collectivist culture was observed by the data collector, where publicly sharing experiences is considered supportive and a social norm. Further, local health workers suggested group interviewing, which was more culturally appropriate in this setting than individual interviews. One of the groups was a self-formed support group of Ebola survivors, who routinely spoke about their experiences together. Participants were encouraged to speak freely, and were assured their testimony remained confidential within the group. While some participants had more to say than others, survivors were eager to share with other people who had similar experiences.
A total of three semistructured group interviews were conducted at three sites. Interviews lasted between 60 and 120 min, and were held at the following locations: group 1 was interviewed in their village, group 2 was interviewed in an abandoned health center where Ebola survivors met up regularly to receive medical and psychosocial support, and group 3 was interviewed in the office of the MSF Ebola survivor clinic. The languages of participants were Krio and Liberian Kreyol, and local translators were present for translation. The audio was recorded and transcribed verbatim. The sites in Bo, Sierra Leone were rural, consisting of a self-organized, self-care group and a heavily-affected village. The third site was urban in Monrovia, Liberia, and participants from that group were treated in an ETC during the peak of the outbreak in that region.
The key interview questions were as follows: What was your experience of Ebola? What health messages did you receive about Ebola and from whom? Which health messages were useful? Which health messages were not useful and why? Interviews continued with prompting and clarifying statements and questions, such as "please explain further" and "how?" to facilitate further explanations.
| Data analysis
Interviews were conducted in English, Krio, and Liberian Kreyol. (ii) messages conflicting with life and culture; (iii) seeing is believing; and (iv) recovery inspires hope.
| Theme 1: Degrees of mistrust
Survivors talked about the context in which they received health messages, and their perception and reaction to these messages.
They spoke of degrees of mistrust extending from a low level of suspicion:
There was (sic) rumors that people taking people's blood, or they taking their liver from people to go and cure other people…so whenever someone look (sic) sick, they cannot take him to hospital. (Survivor, group 1) They also spoke of higher levels of conspiracy:
When this sickness entered in this country, they politicized it. So we have the north (west) and the south (east). The present government is strong to the north (west), but the sickness entered through the south (east), so the population must be reduced. You got this point?
(Survivor, group 1)
One survivor told the story of a local village chief who became involved in addressing community mistrust;
The rumor that there was no Ebola came to the hearing of the permanent chief, and he went over again to say: "If I caught (sic) anybody that say (sic) there is no Ebola, you will pay 500.000"; that is like $100 US.
(Survivor group 1).
Mistrust prevented people from following advice regarding disinfection practices, which might have exacerbated the spread of Ebola:
Some people were saying that the chlorine has cancer, so that is why she threw away the chlorine.
(Survivor, group 2) They said the chlorine was killing them; it was not a virus.
(Survivor, group 2)
Survivors reported degrees of mistrust among patients receiving treatment in ETC:
What kills a lot of people was there was a rumor that if you were given a yellow tablet at the ETC, you will die.
(Survivor, group 1). When I first entered the ETC, I heard there was a medicine they use to give people to kill them.
(Survivor, group 2).
3.2 | Theme 2: Messages conflicting with life and culture Survivors described messages that disseminated risk-related information, increased their levels of fear and anxiety, and did not necessarily lead to anticipated behaviors, such as seeking diagnosis and treatment.
Messages not only conflicted with life and culture and overemphasized what not to do, they also seemed to be framed toward information dissemination: Health messages via radio described signs and symptoms and told us to avoid contact (Survivor, group 1). I don't know in other communities, but here, when you greet, you have to handshake. It's a sign of love.
They said you cannot handshake because of Ebola.
(Survivor, group 1).
The other scary message that entered a community like this is that they rely on bush meat for protein, and the message came that they cannot eat bush meat, like monkey and so forth. This was scary, because they rely on bush meat. (Survivor, group 1)
Messages that were considered unhelpful by survivors were those that were incompatible with their culture and way of life:
In the next village, there are intermarriages. The message came that you cannot allow others to come to your village. Everyone should stay where they are. This was a scare message. (Survivor, group 1).
| Theme 3: Seeing is believing
Participants discussed how individuals and communities had difficulty believing messages of a highly-fatal, infectious disease that had never before been experienced in their region. Survivors mentioned cases of people to this day not believing Ebola was real, and village chiefs who had implemented punishments for nonbelievers. While survivors described facts and instructions as being unhelpful, they stated that relying on their eyes was a more reliable source:
When people started showing signs and symptoms, that is when we started to realize it was real. (Survivor, group 1) They only got it correct that there is Ebola when they started seeing…when the man died…when they saw it.
(Survivor, group 3) No, some people didn't believe it, but when the sickness entered (the body), you really knew that, this (Ebola) is the reality. (Survivor, group 1) 
| Theme 4: Recovery inspires hope
While messages focusing on harm and risk were perceived as unhelpful to survivors, messages containing stories of recovery, treatment, and care inspired hope:
One message that pleased me is that this sickness is reducing. We (were) having like 30-40 cases a day… then we are (sic) having 10 cases a day, then two cases; that was encouraging. (Survivor, group 1) When they Ebola patients came out from ETC successfully…the healthcare professionals (were) caring. (Anoko, 2014) . Modarres and Berg (2016) confirmed this finding by stating that mistrust of local health facilities due to a general suspicion of the system acted as a barrier to seeking care. A failure to access health services was also related to the total collapse of these services (Modarres & Berg, 2016) , which was demonstrated by survivor testimony when they described being turned away from overwhelmed and abandoned healthcare services, leading people to care for their sick at home as an adaptive measure (Schwerdtle, De Clerck, & Plummer, 2017) . Health messages must, therefore, be designed with consideration of the context of mistrust and by comprehensively understanding public perception of the instructions given, as well as the capabilities of the services people are being referred to.
| Messages conflicting with life and culture
The Ebola virus is transmitted through direct body contact, and therefore, through human behavior. Behavior modification is a key requirement of the response effort. However, in this study, survivors described messages that were focused on information dissemination. This originates from a narrow biomedical view of behavior change, which assumes a simple linear relationship between knowledge and behavior. Many of these knowledge-based messages were actually conflicting with the West African culture and way of life, and this emerged from the interviews when survivors stated that the unhelpful messages were those that instructed people not to eat bush meat, and not to touch people from, or visit spouses in, neighboring villages. Along this line of reasoning, similar survivor perceptions could be hypothesized for messages about not caring for infected loved ones at home, and not to bury, but rather, cremate the dead. A failure to comply with traditional burial practices was seen to be particularly distressing to Ebola survivors (Anoko, 2014; Schwerdtle et al., 2017) .
While behaviors thought to increase the risk of transmission can fuel an outbreak, response teams must also consider that when behavioral instructions cross purposes with entrenched cultural practices, culture is likely to prevail, and therefore, messages should be formulated in an effort to work with culture, rather than against it (Chandler, Fairhead, Kelly, et al., 2014) .
Like healthcare itself, the principal underlying health messaging should be "first do no harm". Some messages conflicting with culture and life might have inadvertently intensified social isolation and stigmatization, having long-term social and health-related consequences for survivors.
Behavior change theory is complex, and besides knowledge, is influenced by attitudes, perceived abilities, barriers, risk assessment, perceptions of others, and social norms and sanctions (Rimal & Real, 2003) . According to survivors, unhelpful messages seemed to focus on knowledge-based instructions, although behavior was also influenced by perceived risk (e.g. attending an ETC), perceived benefit (e.g. consulting a traditional healer instead of attending an ETC), and social norms and sanctions (e.g. cremation over traditional burial). Some Ebola-related health messages were criticized as being over-factual, delivered in a lecturing tone, lacking clear explanations, and containing no practical information regarding how to manage Ebola in households and in the community (Chandler et al., 2014) .
Developing messages that follow a strengths-based approach to health promotion, emphasizing people's strength and self-determination, and viewing communities as resilient and resourceful, might improve the effectiveness of health communication campaigns, as well as community engagement (Hunt, Bond, & Brough, 2004) .
| Seeing is believing
The legacy of colonialism, exploitation, and conflict in Sierra Leone and Liberia has negatively affected communication between the local people and those responding to the crisis (Aranda & Panos, 2015) . In this context, it is logical that survivors expressed a preference for seeing the truth, rather than hearing about it second hand or through complicated and possibly culturally-insensitive delivery systems.
Contact transmission of Ebola meant that loved ones were separated from the sick, who often suffered and died alone in closed ETCs intensifying feelings of grief, loss, distress, and guilt, and increasing consequent community isolation and stigmatization (Bortel et al., 2016) . The "seeing is believing" finding of this study highlights a need to increase the connection between treatment facilities and affected communities, and use health communication media that show people, rather than tell people, balancing positive, enabling messages with negative and possibly-disabling messages. An MSF evaluation also found that when ETC started to open their plastic covers to the public and discharge well patients back into the community, survivors' hope and willingness to seek diagnosis and treatment increased (Allie, Colebunders, De Clerck, & Gabaldon, 2016) .
| Recovery inspires hope
The survivor interviews revealed that care was highly valued. Care was demonstrated through the provision of food, water, medication, and human contact, and was seen as positive messages that inspired hope, and possibly increased the likelihood that people would seek diagnosis and treatment.
While the Ebola epidemic was an urgent public health emergency, and the dire lack of treatment and resources was the primary concern, overwhelming the public with negatively-framed messages risks despair and inciting community resistance. Indeed, affected communities already experienced feelings of inevitable death, and perceived Ebola to be inescapable (Matua & Van der Wal, 2015) . Consideration of "resilience-centered messaging" might play a role in future outbreaks, because engaging in activities to preserve, immunize and protect against the traumatizing effects Ebola could contribute to community engagement and participation in the outbreak response (Matua & Van der Wal, 2015) . For example, hygiene initiatives, handwashing opportunities, and keeping busy in workplaces helped protect people from distress and despair (Matua & Van der Wal, 2015) . Such activities helped maintain some level of social, psychological, and emotional coping in the face of extreme stress 
| Limitations
This study was limited by convenience sampling. It is possible that participants were influenced by other participants' contributions in the group interview forum. During group interviews, while de-identification and confidentiality were assured, anonymity was not possible might have deterred some participants, who might have otherwise wished to share their perceptions. However, participation might have occurred because of the desire to talk in a group. Future studies are recommended to evaluate the synergies between health messages, culture, and communities in disaster. There should also be an exploration of the longitudinal impact of stigma associated with this pandemic.
| CONCLUSION
It was in the context of the largest Ebola epidemic in history where weak health systems were already struggling to meet the demands of a very high burden of disease, that public health messages between response teams and the public were tested. The findings included the themes of degrees of mistrust, messages conflicting with life and culture, seeing is believing, and recovery inspires hope, which will inform strategies for successful community engagement and an effective outbreak response. Implications for international disaster workers include the need for a communication plan, underpinned by a sound understanding of the community and a willingness to work with culture and trusted leaders. There needs to be a greater focus on the principle of "first do no harm", so that trauma, such as that caused by social isolation and stigmatization in this crisis, is never repeated. Disaster workers of all types will need to use a community resilience messaging approach, integrating self-determination and health-promotion principles to improve the positive reception of health messages, coping, and desirable health behaviors, which will ultimately strengthen the response. 
